DOCUMENT RSSUNB 



to 249 692 



EC 170 493 



AUTHOR 
TITLE 

INSTITOTIOr 

SVOBS AGENCY 

PUB DATE 
GRANT 

mm 

PUB T7PE 

BDRS PRICE 
DESCRIPTORS 



Hill, B. X.; Lakin, K. C. 

Trends in Residential Services £or Mentally Retarded 
People: 1977-1982. Brief «23. 

Minnesota Univ., Minneapolis. Dept. of Educational 
^ycholegy. 

lalth Care Financing Administration (DHBS), 
toashiagton, DC. 
J n 84 

DLUS-18-P-98078/5-01 

21p.; For related docuisents, see EC 170 492-494. 
Reports - ResearchAechnical (143) 

NFOl/PCOl Plus Postage. 

*CoaBBunity Prograsu; Deinstitutionalization (of 
Disablod); Followup Studies; *Mental Retardation; 
*Residential Institutions; *Resid«ntial Programs; 
Severe Disabilities; *Trend Analysis 

ABSTRACT 

In 1977 a survey was conducted of all state-licensed, 
state-contracted, and state-operated residential facilities serving 
Bientally retarded poople in the United States. The survey was 
replicated in 1982 and this report sinBaarizes and compares the 
results of the two surveys. Results indicate that the overall sise of 
the residential servica system for awntally retarded individuals 
remained stable between 1977 and 1982; however, the characteristics 
of the population served changed, with residents in 1982 being 
slightly older and more severely handicapped than 1977 residents. The 
number of smaller facilities increased substantially and trends 
indicate that public facilities are being replaced by smaller 
community-based programs that serve severely/profoundly handicapped 
individuals. Changes in the Intermediate Care Facilities for the 
Mentally Retarded program (ICF-MR) generally paralleled those of the 
residential care system as a whole. (CL) 
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Abstract 

This paper sunfflarizes and compares the results of two national surveys of 
residential facilities for mentally retarded people. The results from 1977 
and 1982 nat^^nal surveys of all state licensed, state contracted, or state 
operated facilities demonstrate a residential population of static total size 
but changing characteristics. The number of smaller facilities Increased 
substantially. Most notable was a decreasing proportion of children and an 
increasing proportion of severely/profoundly handicapped residents. 
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The development of community -based residential facilities for mentally 
retarded people has generally paralleled the decrease In the number of persons 
residing in state Institutions. This trend, which has brought state 
institution populations from a high of 194,650 residents in 1967 to 118,982 In 
1982 (Lakin, KranU, Bruininks, Clumimer, & Hill, 1982; Scheerenherger, IW), 
has been monitoreJ throu^ a nuB^r of related government and private research 
efforts (Lakin, 1979). T**.c: successful execution of research focused on 
institutions has been facilitated by the fact that state institutions are 
easily operationally defined, relatively few in number, readily identifiable, 
and extremely stable in their location. 

Research on alternatives to state institutions has faced antithetical 
conditions. Defining what constitutes a community-based residential facility, 
and then identifying all such facilities, has been a complicated and highly- 
variant endeavor, one that has made comparative research difficult, 
longitudinal research on community-based facilities has been made even more 
difficult by the large and rapidly growing number of such facilities, the 
frequent dispersion of responsibility for various types of facilities across 
multiple state agencies, the lack of statewide registries, facilities' 
relative lack of stability, «nd by the absence of uniform operational 
definitions and survey methodologies across studies. 

The Center for Residential and Community Services (CRCS), University of 
Minnesota, recently completed the first replicated national study of public 
and private residential facilities for mentally retarded people in the United 
States. In this effort, CRCS staff conducted national mail surveys of 
residential facilities licensed for mentally retarded people as of June 30, 
1977 and June 30, 1982. The 1977 survey reported on 6,663 facilities with 
219,368 residents, including specialized foster homes and public institutions 
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(Brulnlnks, Hauber. & Kudia, 1980; Brulnlnks, Hill, & Thorshelw, 1982; 
Scheerenberger, 1978). Hpwever, these figures (based on a response rate of 
841 of the residential facilities Identified In 1977), were 
underrepresentatlve because of substantial numbers of "missed" facilities (In 
1977 states frequently lacked complete and/or retrievable licensing lists). 
Upon completion of a 1982 replication of the 1977 survey, it was possible to 
estimate the proportion of facilities missed in 1977 by means of data gathered 
on year of opening and closure. Using the adjusted 1977 data and the findings 
of the 1982 national survey, this paper describes and discusses the changes in 
residential care for mentally retarded people between June 30, 1977 and June 
30, 1982. 

Method 

In 1977 CRCS, with major funding from the Administration on Developmental 

Disabilities, undertook a survey of all state- 11 censed, state-contracted, and 

state-operated facilities serving mentally retarded people in the Unlued 

States. In 1982, the Center received major funding from the Health Care 

Financing Administration to replicate the earlier study. In both studies, an 

identical operational definition of residential facility was employed: 

Any living quarter{s) which provided 24-hour, 7-days a week 
responsibility for room, board, a«l supervision of mentally retarded 
people as of June 30, 1977/1982, with the exception of: (a) single 
family homes providing services to a relative; (b) nursing homes, 
boarding homes, and foster homes that are not formally state 
licensed or contracted as mental retardation service providers; and 
(c) independent living programs that have no staff residing in the 
same facility. 

Facility I dent if .".at ion 

Similar facility identification procedures were employed in both studies. 

These involved constructing a comprehensive and liberally Inclusive registry 

of all facilities potentially meeting the operational definition. To do this. 

Center staff contacted all appropriate state and regional licensing and 
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program agencies and, when state and regional adslnlstratlve practices or 
policies regar(<1ng confidentiality necessitated, individual provider agencies. 
In addition, the 1977 registry included the aesbership lists of national 

• 

provider organizations (e.g., ti^e National Association of Private Residential 
Facilities for the Mentally Retarded), mailing lists used In previous research 
efforts, and the National Center for Health Statistics' Master Facility 
Inventory of Inpatient Facilities for Mentally Retarded. These suf^ileiBentary 
listings were not used in 1982 because all states or regions indicated an 
ability to directly provide a means of identifying all facilities ii»eting the 
operational definition. In 1982 sources included complete lists of facilities 
provided by some state agencies, partial lists from regional licensing or 
county program agencies, lists of administrative offices of licensed or 
contracted facilities (which were then contacted individually to Identify 
specific facilities), and lists of recipients of state disbursements for 
services to mentally retarded people (from which residential care facilities 
had to be identified separately). Finalized registries were resubmitted to 
the key contacts in each state for review. All facilities participating In 
the 1977 survey were followed-up in the 1982 survey regardless of whether they 
still appeared on 1982 licensing lists. 

Virtually identical questionnaires were mailed with a cover letter and 
letters of support in September 1977 and 1982. The initial mailing was 
followed In approximately two weeks by a reminder postcard and In about a 
month by a second copy of the questionnaire and cover letter. The final and 
longest period of data collection involved direct telephone follow*up on all 
nonrespondents, as well as on respondents who returned questionnaires with 
Incomplete, inconsistent, or questionable information. 

In 1982, questionnaires were mailed to 22,150 facilities identified as 
potentially meeting the operational definition. A total of 15,633 of these 

ERIC o 
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were confirmed to be open and to neet the Inclusion criteria. This number 
Included 864 facilities that did not participate In the study, but whose state 
licensing agency conflnaed eligibility and provided licensed bed capacity and 
number of retarded residents. 

Specific addresses serving mentally retarded clients in 1977 that no 
longer did In 1982 were considered closed/moved. (Facilities that had 
relocated were surveyed as new to their subs'.quent address). Also considered 
closed were facilities that no longer provided full-time supervision (I.e., In 
operational terms went from qualifying for Inclusion In 1977 to not qualifying 
In 1982). Facilities Indicating a change of address were contacted directly 
to make sure that the new address given was not an administrative address for 
a facility that had not actually moved/closed. Facilities Indicating less 
than full-time supervision In 1982 were recontacted to make sure that they had 
been appropriately cwsldered eligible In 1977. 
Survey Outcomes 

In analyzing 1982 responses to a question on year of opening ("What year 
did your facility begin serving mentally retarded people at Its current 
address?"), it became apparent that a sizable number of facilities reported to 
have been operating In 1977 had not been Included In the 1977 registry. 
Analyses of responses from facilities open In both 1977 and 1982 Indicated 
that size of nonmoving facilities was a hlgh'v stable variable over the five- 
year period, permitting estimation of "missed" 1977 residents as well as 
facilities. In addition to adjusting the 1977 data by the number of 
facilities /residents missed in 1977, a closure rate multiplier was computed to 
inflate estimates of missed facilities by the rate at which facilities of the 
same general size and type h^ closed between 1977 and 1982 (and thus esca^d 
identification entirely). Closure rates, based upon 6,340 facilities followed 



Center for Residential and CoRmunlty Services Page S 

between 197/ and 1^ (3S.4S of which were no longer open at the same address 
in 1982) were computed for each tjrpe and size of facility in each state (see 
Hill, Bruininks, Lakin, Hauber, & MvSuire, 1984). The closure rate multiplier 
was equal to l/(l-close rate). Tnis process resulted in an estimate of 11,025 
facilities (243,669 residents) in 1977, canpared to 6,663 (219,368 residents) 
reported upon previously. Most missed facilities were foster care homes or 
other snail facilities located in states that in 1977 were without centralized 
records of licensed/contracted providers. 

Hauber, Bruininks, Hill, Lakin, Scheerenberger, and White (In press) 
described the results of the 1982 survey. The following sections of the 
present paper summarUa the results of the 1977 and 1982 surveys and discuss 
longitudinal changes In residential services. 

Results 

Table 1 reports the number of facilities (including state institutions 
and specialized foster homes) and mentally retarded residents, by state, that 
were within the scope (operational definition) of the 1977 and 1982 surveys. 
The overall size of the residential service systm remained remarkably stable 
between 1977 and 1982, actually declining In proportion to the U.S. 
population, which Increased by 71 during the same period. 
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Table 2 presents comparative data from 1977 and 1982 by type of facility. 
Facility type (cf. Hill & Lakin, 1984) Is based on each respondent's self- 
selection of the term that best described his or her facility: 

A hone or apartment owned or rented by a family, with one or more 
retarded people living as family members (e.g., foster home) 

A residence with staff who provide care, supervision, and 
training for one or more mentally retarded people (e.g., group 
residence) 

A residence consisting of semi- Independent units or apartments 
with staff living in a separate unit In the same buli'iing (e.g., 
semi- Independent living facility). 

A residence which provides sleeping rooms and meals, but no 
regular care or su|:«rv1s1on of residents (e.g., boarding home) 

A residence In which staff provide help with dressing, bathing or 
other personal care, but no formal training of residents (e.g., 
personal care home) 

A nursing home (e.g., ICF or SNF) 

Type and size of facll ity. Between 1977 and 1982, there was a 
substantial Increase In the total number of facilities, from 11,025 to 15,633. 
With the total number of mentally retarded residents in these facilities 
remaining essentially the same (actually declining from 247,800 to 243,700), 
the average size of facilities decreased from 26.2 to 18.0 residents. The 
proportion of mentally retarded residents in facilities with 15 or fewer 
residents increased from 16.3X In 1977 to 26.IX in 1982. Most new facilities 
were specially licensed foster homes or small group residences. The number of 
specially licensed or contracted placements In boarding homes, personal care 
homes, and nursing facilities was relatively stable between 1977 and 1982 
(17,081 and 18,316 respectively). There were, of course, many additional 
mentally retarded people In "generic" foster, boarding, personal care, and 
nursing homes {i.e., those not specially licensed or contracted for mentally 
retarded people). 
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The number of staffed semi -Independent living facilities increased from 
236 to 306, but this model still served only 1.2X of all people in residential 
care. Although there was soae growth in the number of residents served by 
large private group residences, the population of large public facilities 
decreased by 20.6X over the five-year period. 

Facility operator and reimbursement. There was a moderate increase in 
the proportion of private nonprofit operators (from 20.2JI to 31.2X) during the 
period, primarily because of the growth in the number nonprofit small group 
residences. Most semi-imiependent living programs continued to be nonprofit, 
and most boarding homes, personal care homes, and specialized nursing 
facilities continued to be proprietary. 

Reimbursement rates for foster homes, semi -independent living programs, 
boarding homes, and personal care homes increased approximately IZt per year 
between 1977 and 1982, somewhat above the 10% annual average in the Consumer 
Price Index over the same period. Reimbursement rates for group residences 
and nursing facilities increased much more rapidly, a change largely 
attributable to an increase in the number of ICF-MR certified beds from 98,097 
in 1977 to 138.738 in 1982. ICF-MR costs nearly doubled from $41.96 in 1977 
to $79.53 per resident per day in 1982. 

Resident movement and facility opening . Each facility was asked to 
report the number of new admissions, readmissions, releases, and deaths in the 
year preceding each survey. Facilities that closed or moved during the 12 
months prior to June 30, (1977/1982) were not surveyed, and therefore did not 
report their residents as having moved. The facilities into which these 
residents transferred, however, reported transferred residents as new 
admissions. Despite the expected reporting error among 15,633 questionnaires, 
the number of new admissions plus readmissiori minus the number of deaths, 
releases, and estimated releases from facilities that closed approximates 
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(♦ 1%) the net change In numbers of residents served In each type of facility 
during a given year. These estimates generally correspond to changes In total 
numbers of residents In each type of facility between 1977 and 1982. The most 
rapid growth In facility beds continued to be among small group facilities (15 
or fewer residents) that added 3,255 new beds In 1977 and 2,773 new beds In 
1982. Large public facilities (16 or more residents) accelerated their net 
outflow of residents with slightly Increased rates of release and 
substantially Increased numbers of "closed" beds. Large private facilities 
continued to grow In fiscal year 1982 but at a substantially decreased rate. 

Information on year of opening accounts for both system growth and 
replacement of facilities that closed or moved. While the total number of 
residents In specialized foster homes, for example, grew less than 2W between 
1977 and 1982, approximately half the foster home beds operating on June 30, 
1982 had opened during the five-year period. On the other hawl, while on the 
majority of small group residence beds were newly opened between 1977-1982, 
these beds tend to be more stabled and, therefore, reflected in a nearly 
doubled number of beds. The highest percentage of new beds was In the semi- 
independent category. This reflects a significant growth in bed capacity 
(34%), but even more so the ease and frequency with which residents of such 
programs, like nonhandi capped apartment dwellers, can move. 

Resident characteristics. During the five-year period, the number of 
residents age 21 or younger decreased by 30,000 (from 36.8% to 24.8% of all 
residents). This change is attributable primarily to a decrease in the number 
of children being placed outside their natural family homes before adulthood 
(Lakin, Hill, Hauber, & Bruininks, 1982). The proportion of 
severely/profoundly retarded residents in residential care settings increased 
slightly between 1977 and 1982 (59.7% and 60.5%, respectively). The near 
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doubling in the number of small group homes between 1977 and 1982 accommodated 
most of the 33,000 residents released or diverted frttn public institutions. 
Increasing the proportion of severeljf and profoundly retarded residents in 
small group residences f. om 23.9X to 32.7*. The proportion of profoundly 
retarded residents in small group homes Increased from 4.4X to 9.51 but was 
still exceeded by the proportion in foster homes, large private, and large 
public institutions (10.4X, 19.3X, and 55.W in 1982, respectively). Boarding 
homes and personal care homes tended to serve mildly handicapped adults, 
whereas specialized nursing facilities (nursir^ ho^s with mental retardation 
program licenses) served primarily severely handicapped children and young 
adults. 

Information on level of retardaticm was consistent with data gathered on 
functional skills of residents. Respondents reported that 19.5X of all 
residents were nonambulatory, 36.7X could not talk, and 26.7X were not toilet 
trained, slight Increases from 1977. The most severely functionally impaired 
population was reported by specialized nursing homes. 

ICF-HR certified facilities. Data on Intermediate Care Facilities for 
the Mentally Retarded (ICF-MRs) are not reported separately on Table 2 because 
ICF-MR certification (permitting reimbursement with federal Medicaid funds) is 
available to any type of facility that meets requirements contained in the 
regulations. Between June 30, 1977 and June 30, 1982, the total number of 
ICF-MR reimbursed beds in the United States increased from 98,077 to 138,788 
(41.51}. {Including Skilled Nursing Facility [SNF] beds in state institutions 
for mentally retarded persons and SNF or ICF beds that were recertified as 
ICF-MR beds by 1982, the change was from 108,397 to 143,150 beds [32X3). Most 
of the change in the number of ICF-MRs (577 in 1977. 1.854 in 1982) occurred 
among small facilities, which grew from 188 facilities with 1,710 residents to 
1,202 with 9,7U residents. Despite this substantial growth in i-15 bed ICF- 
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MRS, less than 7X of all ICF-MR certified beds on June 30, 1982 were in 
facilities that h«l 15 or fewer residents. 

Major changes occurred In the characteristics of residents |}opulat1ons in 
ICF-MR facilities between 1977 and 1982. Medicaid facilities of all sizes had 
more severely /profoundly retarded residents In 1982 than five years earlier. 
The proportion of severely/ profoundly retarded residents in smaller facilities 
(15 or fewer residents) increased from Z9X to 431. The proportion of children 
and youth (ages 0-21) In ICF-MR facilities decreased dramatically. This group 
constituted 36X of ICF-MR residents in 1977 but only 22X in 1982 a trend most 
pronounced In ICF-MRs with 151-300 residents (42X to 22X) and ICF-MRs with 
more than 300 (35X to 21X). For a complete discussion of the ICF-MR program, 
see lakin. Hill, and Brulninks (1984). 

Discussion 

Overall, the comparison of the 1977 and 1982 data indicates a highly 
dynamic service system of static total proportion. Residents in 1582 were 
older and slightly more severely handicapped than those who were being served 
five years earlier. Public facilities, which continue to depopulate at a 
fairly constant rate of 6,000 residents per year, are being replaced by 
smaller community-based programs that serve severely/profoundly handicapped 
Individusls. The number of residents in large private facilities did not 
decrease between 1977 and 1982, but the rate of growth slowed considerably and 
the population shifted toward older, more severely retarded and functionally 
impaired residents. 

Changes in the ICF-MR program generally paralleled those of the 
residential care system as a whole. The number of smaller ICF-MRs grew 
rapidly, mostly through the creation of new facilities. Of the 1,161 ICF-flR 
facilities with 15 or fewer residents in 1982 about 70X opened in 1978 or 
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later. While the total render of ICF-MR beds In larger facilities (76 or more 
residents) Increased substantially between 1977 and 1982 (101,709 to 122,4S6), 
almost all of this growth cane through the certification of already existing 
facilities. Less than 10* of these larger facilities (^ned after 1977. 

In general, then, previous trends in residential services for aentally 
retarded/developmental ly disabled people In the United States were largely 
maintained between 1977 to 1982. However, the period also produced 
significant changes, some of which are evident in the statistics reported. 
For example, the decrease in the number of children and youth in the 
residential care system is a dramatic and socially significant finding. This 
result of social policies creating and funding community-based education and 
support programs for children and their families is one in which advocates may 
feel some justifiable pride. The Increases in the number of 
severely /profoundly retarded persons in foster care and small group care is a 
trend that will continue to show that severe/profound retardation does not 
constitute a justification for institutional placement, while at the same time 
providing numerous good (and, no doubt, some bad) examples of community-based 
care for severely handicapped persons. 

Other changes are not evident in the data collected in this study, but 
may well be reflected in future research. Most sl^if leant is the Increased 
recognition of the importance of federal policy and state responses to it in 
shaping the residential, social, and habilitative opportunities for severely 
handicapped people. While it would be hard to argue based on the data 
gathered 1.^ this research that the social policies represented by Medicaid 
regulations have accelerated the institutionalization of individuals, or even 
decelerated the depopulation of institutions, there is increasing 
dissatisfaction with Medicaid policy that is, at best, benign. The 
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communication of this dissatisfaction has had substantial impact on state 
responses to the Medicaid waiver authority, in which most states propose an 
acceleration of deinstitutionalization over the previous five-year period 
(Lakin. Greenberg, Schmitz, £ Hill, in press; Rotegard, Bruininks, & Krantz, 
1984). Dissatisfaction has also been expressed through proposed legislation 
(S. 2053) to limit the use of Medicaid funds for facilities that do not 
provide what can reasonably be defined as community-based care. 

Efforts of this nature, as well as research and testimony, will 
undoubtedly continue to develop the perception that appropriate care is 
community-based care and that such a perception Is no less true for 
severely/profoundly retarded people than for mildly retarded or nonretarded 
people. While a formal national policy of non Institutionalization may not be 
inminent, there is considerable longitudinal evidence that through continuing 
program development efforts of the past few years, that end will be 
essentially realized In most states by the end of the century. 
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